| INTRODUCTION
Rates of relapse are alarmingly high in young people diagnosed with first-episode psychosis (FEP), even when they are treated in specialized early intervention programmes ( Alvarez-Jiménez et al., 2012; Kam, Singh, & Upthegrove, 2015; Malla et al., 2008; Robinson, Woerner, McMEniman, Mendelowitz, & Bilder, 2004) . Relapse is typically defined as a change in the severity of positive symptoms. Relapse rates for positive symptoms at 1, 2 and 3 years follow-up, for individuals receiving specialized treatment for FEP, have been reported at 28%, 43% and 54%, respectively, in systematic reviews ( Alvarez-Jimé-nez et al., 2012) . Individuals that have recurrent episodes of relapse are at high risk for developing a chronic form of the illness, with important functional implications and increased risk for suicide (Crumlish et al., 2009; Dodgson, Ross, Tiffin, Mitford, & Brabban, 2012; Dutta, Murray, Allardyce, Jones, & Boydell, 2011) . Relapses often result in psychiatric hospitalizations (Addington, Patten, McKenzie, Addington, 2013) , and can significantly undermine young people's sense of hope and optimism for the future (Tibbo, Malla, Manchanda, Williams, & Joober, 2014) . Evidently, it is important to minimize relapses in the early phases of psychosis through both pharmacological and psychosocial interventions ( Alvarez-Jiménez, Parker, Hetrick, McGorry, & Gleeson, 2011) .
Family members can have a positive impact on supporting recovery and reducing the risk of relapse in individuals with mental illness (Caqueo-Urízar et al., 2014; Lee, Barrowclough, & Lobban, 2014; Peters, Pontin, Lobban, & Moriss, 2011) . The role of family members in the treatment of FEP is particularly relevant. Many individuals with FEP are between the ages of 15 and 24 and therefore live with family during the onset of illness and/or have close contact with family during the process of recovery. Moreover, research shows that individuals with FEP perceive family members as playing a key role in their recovery, wellbeing (Lal, Ungar, Malla, Frankish, & Suto, 2014) , treatment engagement (Windell, Norman, & Malla, 2012) and in the prevention of relapse (Lester et al., 2011 ).
Yet, while family members have been studied in terms of their impact on recovery in individuals with mental illness (Leff, Kuipers, Berkowitz, Vaughn, & Sturgeon, 1983; Leff & Vaughn, 1981; Vaughn & Leff, 1976) , little is known about their experiences and perspectives on the subject of relapse and recovery (Tweedell, Forchuk, Jewell, & Steinnagel, 2004) 
| Participants
To be eligible for the study, participants had to (1) have a family member with a diagnosis of a psychotic disorder who was within the first 2 to 5 years of treatment at 1 of the 4 recruitment sites; (2) have regular (at least once a week) contact with this family member and (3) be 18 years or older. Individuals fulfilling these criteria were identified by clinicians at each of the sites and informed about the study.
Subsequently, a research assistant contacted interested individuals and provided them with more details about the study.
In terms of sampling method, a convenience sampling approach was used, which is considered to be appropriate in situations where the target population is small (Marshall, 1996) (eg, in this study it was 6 to 8 participants from each site), where time to collect data is limited (Marshall, 1996) (eg, this study required air-travel to conduct the focus groups across sites, thus, only 1 scheduling opportunity was available per site), or when the population is difficult to access (eg, because of other competing priorities such as work and child-rearing).
| Data collection and analysis
The methodology that was used to guide this study was qualitative descriptive design (Sandelowski, 2000 (Sandelowski, , 2010 . As described by Sandelowski (2000 Sandelowski ( , 2010 , this approach is useful for obtaining knowledge on issues of practical relevance that include understanding people's perspectives towards a phenomena or event (ie, relapse). Qualitative descriptive studies involve interpretation of data, however, the researcher stays close to the words and events that participants describe and seeks to identify patterns within this context. Methods can include interviews, participant observation and focus groups.
The focus group method was chosen for this study because it is useful for: stimulating discussion on subject matter that may be perceived as abstract or conceptual; identifying and discussing commonalities and differences among participants; and, encouraging participants to elaborate on specific ideas related to a phenomena (Finch & Lewis, 2003; Plummer-D'Amato, 2008) . The group dynamics in a focus group context provide participants with opportunities to listen to others and to reflect on their own perspectives. Thus, this method was considered most appropriate for an exploratory study on the subject of relapse, and to facilitate discussion about how best to support family members in the prevention of relapse. Several strategies to enhance rigour were applied in this study, including: dependability, confirmability and credibility (Tong & Dew, 2016) . In terms of credibility, a detailed semi-structured interview guide was systematically used across all focus groups, with key questions illustrated in Figure 1 . In terms of dependability, all focus groups were audio recorded, transcribed verbatim and reviewed for quality.
Moreover, qualitative data management software (Atlas.ti Version 7, Berlin, Germany) was used to manage the analysis process; author roles are specified in terms of stages of analysis; and, an audit trail and memos were kept. In terms of confirmability, findings are explicitly linked to raw data attached to coded IDs, and multiple researchers were involved in the analysis process.
For example, A1 and A2 independently reviewed the first 2 transcripts noting preliminary observations and applying open inductive coding and deductive coding (based on the interview guide) to the data. Next, they independently categorized the lists of codes and developed a preliminary coding framework, which was then compared and contrasted, piloted on the remaining transcripts, and collaboratively revised and finalized. The final coding framework was then systematically applied to all the data. The coded data were reviewed by both A1 and A2 to identify themes in relation to patterns observed across participants, groups and connections between ideas. These themes and sub-themes were discussed and refined in collaboration with other members of the research team and also validated through discussion with family representatives.
| Ethical standards
The study was approved by the Douglas Mental Health University
Institute's Research Ethics Board, and subsequently by each of the ethics boards of the remaining recruitment sites and thus has been performed in accordance with the ethical standards laid down in the 1964 Declaration of Helsinki and its later amendments. All participants gave written informed consent prior to participating in the study.
| RESULTS
Twenty-four family members participated in the study, of which 18 were female, the majority being mothers of patients receiving treatment for a FEP. Table 1 provides details regarding the sociodemographic characteristics of the sample. Two of the participants were from the same family (ie, a couple); and, there was variation in the sample in terms of experiences with relapse from: no history of relapse to multiple episodes of relapse. Given the sample size, we have omitted certain demographic details (eg, gender, role) on the dispersion of the sample at the level of sites to protect the anonymity of the data.
In general, participants expressed a high level of interest on the subject of relapse; they defined relapse in relation to a change in symptoms, behaviour, functioning, physical state, being hospitalized, return to using illegal substances; and, typically expressed the need for having more opportunities to discuss the topic with peers and with the treatment team. Two major themes were identified: (1) worrying about relapse and (2) factors related to fears and anxiety about relapse. In this latter theme, 4 sub-themes emerged (1) impact of an episode, (2) limited confidence in ability to recognize and cope with relapse, (3) unmet need in relation to coping skills and emotional support and (4) unmet need for communication with the treatment team.
| Worrying about relapse
The core underlying theme in all 4 focus groups was worrying about relapse, which was accompanied by fear and anxiety. When partici-
pants were asked what the term relapse meant for them, several responded with expressions such as, "fear, serious fear. Relapse is a scary word for me" (C-F12); you're worried things are gonna come back again" (C-F1). Several of the family members described the worry as being constant, "I'm always afraid that she'll do something or she'll relapse" (C-M2); "I think it's very important because, well I'm always afraid of that" (C-F7); "I think about it all the time. I can't not get it out of my mind (C-F10). This constant fear of relapse contributed to a state of vigilance: "I'm always on the lookout to see…you're always thinking, 'is this something?' … You're worried things are gonna come back again" (C-F1); and in some cases a state of hypervigilance, "sometimes you feel almost like you're the one who's paranoid" (C-F4).
| Factors related to fears and anxiety about relapse
An analysis of participants' accounts suggests several factors influencing their fear and anxiety about relapse: impact of an episode; limited confidence in recognizing and coping with relapse; unmet needs in relation to coping skills and emotional support; and, unmet needs regarding communication with clinicians.
| Impact of an episode
Participants often reverted to their experiences of the first-episode when discussing the subject of relapse, and some associated this experience as being very traumatic not only for their family member, but also for them. For example, 1 participant described, "it was very distressing to me personally… to have the people from the mental health team come there and take him away…it was very upsetting, I
couldn't work for about a week, that's how upset I was" (C-M4).
Participants with experience of relapse generally described the impact of relapse as a set-back in relation to hope, and social and functional recovery. They used phrases such as, "back to square one,"
"here we go again," "go backwards," "fall down," "backslide,"
"repeating," and "falling off the wagon." One participant highlighted how relapse impacted her: "loss of hope because you build so much hope that they're getting better and getting better and then all of the sudden you have a relapse…" (C-F9). Participants also described their fear in relation to how each episode has an increasingly worse impact: "it's a set-back to the point that each one is worse. Relapse is not like, oh, you have a relapse and then he came home…The second one was worse than the first." (C-F12) 3.1.1.2 | Limited confidence in ability to recognize and cope with relapse
Many of the participants questioned their ability to recognize and cope if a relapse were to occur (or reoccur), "can I handle going through that all over again?" (C-F9). Four factors were related to this uncertainty: not being able to recognize the early warnings from the first episode; not feeling able to distinguish illness from personality and normal behaviour; not being able to monitor behaviour on a constant basis; and uncertainty about their ability to cope with relapse.
To illustrate, some participants explained: "Well, before his episode, I didn't see any change of behavior or anything… Like I haven't seen nothing and then boom, the episode, like where he went completely crazy. So would it be the same? Would I see a change in his behavior or, you know? I don't know" (C-F7); that's scary because there were no symptoms with me too. He had the perfectly, perfectly life, friends, a job, working, girlfriend and then bang all the sudden, this happens. So how do we detect it again…?" (C-F8).
Others expressed uncertainty regarding how to distinguish between relapse signs and personality, illness and normal behaviour:
"You have to kind of balance the personality with the disease. And the behaviour with the disease. Where's that line? When are they just acting out, which is normal, right?" (C-M5). Some participants explained it was challenging for them to know what would be the signs of relapse vs signs of wellness: "I want to know what wellness looks like… I'm still looking for the completely well to relapse from" (C-F14). Others questioned their ability to recognize relapse because of not being able to constantly monitor their relative, "I'm always afraid of that, actually. Because you're not there every day to see if he's taking his pills" (C-F7).
3.1.1.3 | Unmet need in relation to coping skills and emotional support
Several participants expressed the need for more interaction with service providers and peers to: "be better informed" (C-M5) about the illness, to experience emotional support, and to learn coping strategies in relation to relapse prevention. For example, 1 participant highlighted, "more knowledge, just simply because it seemed like as parents we were kinda put on the back burner because he's the focus… but for us to be able to help him … it's like, going back to the relapse like, how do you control that? How do you stop that from happening?" (C-F3). Another highlighted, "what I was looking for that wasn't there, still isn't really there, is that caregiver support… along the lines of knowledge; what are some things, strategies, that I should employ or not employ… helping mechanisms. That's where I feel I lack the information to help" (C-F4). In describing the need for peer support, participants stated, "because you take on everything, right … it drains you, you're a parent (C-F8);" "I think the actual interaction of parents and/or caregivers … that way we have a better understanding and more support and not feeling so alone" (C-F12).
| Unmet need for communication with the treatment team
Most participants expressed a need to be more involved in treatment on an ongoing basis rather than just in the beginning of the treatment process. They also stressed that it was important to be able to communicate their observations before their relative had follow-up appointments. They were concerned that providers were not necessarily getting the true picture of their relative's mental status and behaviour: "What can he tell a doctor in an hour that's going to really
give the true picture?… he's not coping, he's pretending he's doing fine, but he's not…if he doesn't want me in on the meetings, I can't go because he's an adult. And I can't discuss him with the doctors because … they won't do that (C-F9)."
| DISCUSSION AND CONCLUSION
To our knowledge, this is the first qualitative study privileging the voice of family members of individuals with FEP on the phenomenon of relapse. The narrative accounts illustrate family members' informational, emotional and psychosocial unmet needs despite their loved ones being treated in specialized early intervention programmes for psychoses, which include family education and support as components of care. Traditional didactic methods of providing family education, which many specialized programmes use, may not be sufficient and there may be a need to explore more innovative and contextually relevant ways through which to provide educational and support interventions.
Our findings illustrate how relapse can be a matter of constant concern for family members, and more specifically a source of significant anxiety and emotional distress. In part, this seems related to the traumatic impact family members experienced from the first episode and worry about having similar consequences if another episode were to occur, which is concurrent with previous research (Corcoran et al., 2007; Gerson et al., 2009 ). Our findings also highlight the role that confidence in recognizing and coping with relapse has in caregiver worry. Interventions that directly target knowledge about relapse and address coping skills specifically related to relapse, can help to increase confidence in recognizing and preventing relapse and reduce caregiver anxiety. This is also supported in the literature involving family members of individuals with bipolar disorder in relapse prevention interventions (Peters et al., 2011) . These results suggest that what may be typically available to families in specialized early intervention programmes for psychosis may be insufficient in terms of form, content, frequency and duration for some families. Moreover, families varied in terms of the types of peer support they preferred; further research on effective models for family-based peer support and how best to tailor peer support to the needs of families is an important avenue to explore.
The strengths of this study include a sample that was recruited from 4 different settings in 3 Canadian provinces (Ontario, Québec and Nova Scotia) providing early intervention services for psychosis and the inclusion of both males and females. At the same time, variations in service delivery could have impacted the perspectives obtained, however in this paper, we reported on patterns observed across the data set to mitigate this effect. Moreover, there may be experiences and perspectives that are not represented in the recruited sample and, there may be a selection bias as recruitment was dependent on clinicians identifying eligible participants.
In conclusion, relapse is an important concern for family members and can be accompanied by significant levels of fear and anxiety.
Lack of relapse-focused education, support, and regular communication with service providers and peers can contribute to family members' limited confidence in recognizing and responding to relapse.
The optimal duration, frequency, content and also formats through which education and support is provided requires further research attention. Future research could also focus on service provider perspectives on how best to involve families in relapse prevention educational and support interventions over the long-term as well as effective models of peer support. 
ACKNOWLEDGMENTS

